Aim: The Japanese Comprehensive Strategy to Accelerate Dementia Measures, known as the New Orange Plan, aims to support people with dementia living in their communities. Home-visit nurses (HVN) are expected to play an important role in this comprehensive support system. In this preliminary study, we explored caregivers' experiences before and after implementation of HVN care for persons with dementia who lived alone. Methods: This study was a qualitative descriptive design using in-depth interviews with five family caregivers of persons with dementia who lived alone while receiving HVN. Thematic content analysis was undertaken. Results: Before receiving HVN, caregivers experienced anxiety and embarrassment due to the occurrence of dementia symptoms, and they also experienced considerable isolation and anguish after hearing the diagnosis. After initiating HVN, caregivers gained a feeling of security and an alleviation of psychological stress. They also gained a deeper understanding of the disease and appropriate care for dementia patients. Notably, caregivers perceived not only positive changes in themselves, but also in the recipients, such as improvements in symptoms and quality of life. Finally, caregivers realized that people with dementia can live alone if appropriate services are provided. Conclusion: HVN can have a positive impact on family caregivers involved in dementia care, as well as on the recipients' psychological status. Overall, the experience of HVN made the family caregivers more positive about home care for their family member with dementia. Although further case studies are needed to make definitive conclusions, we believe that HVN could play a key role in the forthcoming New Orange Plan.
INTRODUCTION
In January 2015, the Japanese government announced the Comprehensive Strategy to Accelerate Dementia Measures, the so-called New Orange Plan, to address the growing number of older people with dementia. 1 The basic principle of this plan is to create a society in which people with dementia can live in a familiar environment for as long as possible. To realize this, it is essential to build a comprehensive, community-based support system. In Japan, it is still common for older individuals to live with family, although the proportion of single-person households among people aged over 65 years has steadily increased from 17.3% in 1995 to 26.3% in 2015. 2 In response to this, effective strategies for our elderly population are needed, especially for persons with dementia who live alone.
In the UK, community-based Admiral Nurses specialize in care for people with dementia and their families. 3, 4 A commonly reported role of the Admiral
Nurses is coordinating and personalizing support systems through local health and social care services to enable individuals with dementia to stay at home for longer. An additional, distinguishing characteristic of Admiral Nurses involves carer-centred approaches, which have positive impacts on a caregiver's emotional and psychosocial status.
In Japan, home-visit nurses (HVN) are increasingly expected to play a similar role to that of the UK's Admiral Nurses. Our previous study showed the HVN could enhance collaborative relationships between social and hospital-based care systems, and early implementation could facilitate discharge to home among hospitalized patients with behavioural and psychological symptoms of dementia (BPSD) who had limited familial care. 9 However, because the HVN system has not operated for very long, little is known about the subjective experiences of family caregivers of persons with dementia receiving HVN or how the service could impact on their perceptions on dementia care. The current preliminary study therefore used interviews with family caregivers to assess their experiences and perceptions of dementia care before and after implementation of HVN in persons with dementia who lived alone.
METHODS

Study design
We carried out a qualitative descriptive study involving in-depth interviews with family caregivers of persons with dementia who lived alone while receiving HVN care. The aim was to ascertain and qualify their experiences and perceptions of dementia care before and after services were implemented.
Study participants
At the time of this study, 86 persons with dementia were receiving our HVN services, and of these, 12 lived alone in their own home. For this analysis, we purposely selected five family caregivers who were caring for one of the 12 individuals living alone; we approached them when they came with the recipients for a regular hospital visit and invited them to participate in a semi-structured interview.
In this study, a family caregiver was defined as a biological or non-biological adult family member who gave unpaid support to persons with dementia and recognized their role as that of family caregiver. The inclusion criteria for participants were as follows: (i) being a family caregiver to a person with dementia (hereinafter referred to as "the recipient") who both lived alone in their own home and regularly visited the hospital while having received HVN for more than 12 months; (ii) living within 30 min of the recipient by car; and (iv) having face-to-face contact with the recipient at least twice per week.
Our hospital's HVN service
The nurses engaged in our hospital's HVN service are highly skilled practitioners with over 30 years of clinical experience in a psychiatric department. At present, five such nurses are assigned to this job. The service involves nurses' making a 1-h visit to the recipient's home between one and four times per month, either alone or with an occupational therapist or psychiatric social worker when necessary. The major purposes of the service are assessment of BPSD in the recipient's living environment, assessment of physical conditions, medication management, collaborating with long-term care providers, and provision of psychological support to the families.
Data collection
Two nurses working in a dementia ward with specialized knowledge, but no prior contact with the families, conducted the interviews so that the participants felt free to express negative opinions of the HVN services. These face-to-face meetings were 30-90 min in length and took place during June and July of 2016, either at the hospital (n = 4) or in the participant's home (n = 1). Based on the researchers' clinical experience, the interview guide was arranged to cover important aspects (Table 1) , and it used open themes that invited the participants to describe their experiences with the HVN services. The interviews were recorded with a digital voice recorder, transcribed verbatim, and numbered to preserve anonymity for data analysis.
Data analysis
Two researchers performed a thematic content analysis based on the interviews. After repeatedly reading T. Kitamura et al.
© 2018 Japanese Psychogeriatric Society the verbatim record, the researchers extracted descriptions relevant to the caregivers' experiences of the HVN care and used them as data for analysis. The extracted data were coded, divided into subcategories by examining the similarities and differences, and then grouped into more general categories (i.e. themes) by combining those with similar ideas. The two researchers conferred during the analysis to achieve a consensus on the categorization. All authors reviewed the coding process and dominant themes. Agreement or differences in perspectives were discussed, and if necessary, the original data were consulted. In the fifth interview, no further codes to develop a new theme were apparent. The quotations in this article were translated by the first author from Japanese to English, checked by a native English speaker, and then further discussed among all authors to ensure accurate representation of meaning. This study was approved by the ethics committee of Ishikawa Prefectural Takamatsu Hospital. We provided recipients and family caregivers with oral and written explanations of the purposes and methods of the study, privacy protection measures, and the preservation of anonymity for recipients and participants. We received written consent to participate from family caregivers.
RESULTS
The characteristics of the participants and recipients are shown in Table 2 . The interviewees were all women, with a mean age of 61.4 years, and the mean duration of care was 5.2 years. One of the participants (caregiver D) had a parental-like relationship with the recipient, called eboshi-oya, 10, 11 which is a ritual, inherited relationship used in the Noto District of Ishikawa Prefecture (see note in Table 2 ). After the analysis of the caregivers' subjective experiences, two and four themes were extracted from the data to cover experiences before and after receiving HVN care, respectively.
Experiences of caregivers before receiving HVN Anxiety and embarrassment
The caregivers experienced anxiety and embarrassment due to the occurrence of dementia symptoms such as memory impairment, hallucinations/delusions, verbal abuse/aggressiveness/agitation, wandering, and decline in cognitive function and judgement.
Caregiver B: My father assaulted us, saying 'My money was stolen'.
Caregiver D: My daughter [eboshi-ko] was agitated, saying 'I will be killed. Someone is chasing me'.
The caregivers experienced embarrassment due to unusual changes in thoughts and behaviours in the recipients. The caregivers could not understand why such changes had occurred. They wanted to know what happened to the recipients and requested an explanation from specialists.
Caregiver A: I needed an explanation from specialists about what happened to my mother because I did not know much about dementia. home-visit nursing Eboshi-oya refers to a relationship in which a locally influential man (eboshi-oya) establishes a mentor-like relationship with a teenage child who is not his kin (eboshi-ko). 9 An eboshi-oya provides financial or material support for his eboshi-ko (e.g. guaranteeing, helping them find a job, or giving advice) in exchange for loyalty and 'filial' dedication (e.g. voluntarily helping with the mentor's business (e.g. farming or fishing) or household affairs and supporting them on ceremonial occasions).
The caregivers were shocked by the diagnosis of dementia because they had never thought that the recipient would have dementia. The caregivers became very anxious about the future because they did not know how to care for people with dementia.
Caregiver E: I was very surprised and do not remember how I reacted when I heard of the diagnosis.
Caregiver A: I was filled with anxiety, thinking about our future life and care for my mother.
Isolation and anguish
The recipients could not receive inpatient care immediately despite the wishes of the caregivers. The caregivers felt isolated, thinking that no one would help them. They realized how hard it is to take care of a person with dementia alone. In addition, the caregivers became highly distressed by the recipient's verbal abuse and behavioural symptoms, such that they kept a distance from the recipient. They could not face the reality of the recipient's care because of their negative feelings towards the recipients. They blamed themselves and also felt blamed by others, causing deep anguish.
Caregiver C: It was really hard thinking that 1 had to take care of my mother alone.
Caregiver E: I worried that the neighbours might think that it was my fault that my mother exhibited strange behaviours.
Experiences of caregivers after receiving HVN
Gaining a feeling of security and alleviation of psychological stress owing to the presence of HVN The caregivers had a feeling of security after receiving HVN care. The caregivers felt that they could directly ask the nurses anything, even in an emergency, and that they received support from both welfare and nursing-care services.
Caregiver B: I can talk freely to home-visit nurses even about things I am afraid to ask my doctor.
Caregiver A: I was glad that the nurse quickly visited my mother's home when my mother had trouble.
The caregivers experienced reduced psychological stress. They felt better and became able to laugh and lessen their feelings of self-condemnation by expressing their anxiety and anguish.
Caregiver B: I cried sometimes, feeling bad about myself and sorry for my father, but this has gradually decreased. It is probably because the home-visit nurses listened to my concerns.
A deepening understanding of the disease and care for persons with dementia The caregivers began to think that dementia was not a hopeless condition. They came to think that the recipient's life could be maintained with support from others. Their perceptions of dementia changed.
Caregiver E: I feel that symptoms can improve with a change in the family's attitude, even when there is no change in medication.
In addition, the caregivers became able to understand that the recipients' problematic behaviours were symptoms of the disease. They had fewer negative feelings and became better able to recognize the recipient's perspective and accept the reality as it is. The caregivers' attitude towards the recipients changed.
Caregiver C: I used to lose my temper when my mother said the same thing repeatedly. Now I can understand that that is a symptom of the disease.
Caregiver B: I want to accept the reality as it is even if the disease progresses. Little by little, I am beginning to realize that this acceptance is important.
The caregivers learned how to care for persons with dementia by watching the way the nurses cared for the recipient. They reviewed what they had done and came to realize that it is important not to scold, but to support with a smile. The caregivers were able to deepen their understanding of appropriate care for the recipient.
Caregiver E: [The nurses'] approaches to conversation are good and suggestive. I think they are highly skilled in communicating with people with dementia.
Caregiver B: I thought that I was relaxed in conversation with my father. But I realized that there is room for improvement after listening to the conversation between the home-visit nurse and my father. I have become able to evaluate my attitude objectively.
Positive changes in recipients
As a result of the HVN care, the caregivers perceived positive changes in the recipients, such as an improvement in symptoms and quality of life.
Caregiver D: Presently, the condition of my daughter is stable, without hallucination or delusion.
Caregiver A: It appears that my mother is enjoying day service, saying 'I want to go there every day'. She was not like that before. (The mother started using day services in accordance with her HVN's recommendation.)
Persons with BPSD can live alone if appropriate service is provided The caregivers realized the value of medical and welfare support and were satisfied with their decision to choose home care for the recipients. They were glad that the recipient was living a normal life without annoying others, and hoped that the recipient could continue to live alone. They thought that the recipients could continue to live at home with the support of home care services. They became positive about home care and realized that persons with dementia can live alone if appropriate service is provided.
Caregiver A: I am glad that I did not put my mother into an institution. Although it has not been easy for me these 2 years, I have no regrets.
Caregiver E: I could face the problems related to dementia. Even if the dementia has progressed further, I am sure that I will have no regrets and be free of self-condemnation, because I am supported.
DISCUSSION
This study showed that before receiving HVN care, family caregivers of people with dementia experienced anxiety and embarrassment directly caused by the recipients' dementia symptoms. The caregivers also openly talked about their shock and concerns for the future when hearing the diagnosis of dementia, their feelings of loneliness and isolation, and their sense of guilt arising from their own difficulty in facing the recipients. The findings are consistent with previous reports on the reaction of family caregivers to a dementia diagnosis. 12, 13 These feelings are not easily expressed in the medical setting, and the distress experienced by the caregivers of persons with dementia is far more serious than that expected by doctors. Indeed, Connell et al. stated that family members might prefer to contain their emotions during office visits in the presence of the recipient. 12 With HVN care, the caregivers experienced feelings of security and closeness with the nurses and were able to talk openly with them. This friend-like relationship between caregivers and HVN is also an important element in the practice of Admiral Nurses 4, 8 ; it allows for deep conversations that can help build individualized nursing care plans. In addition, the caregivers felt better able to care for persons with dementia by watching the way the nurses provided care for the recipient, and this new knowledge might further reduce the caregivers' negative feelings. In support of this finding, a recent randomized control trial of a 5-week family education programme on controlling behavioural problems in patients with dementia showed a significantly decreased caregiver burden in the experimental group.
14 Another notable finding of our study is the caregivers' perceptions of positive changes in the care recipients. Our HVN with long-term clinical experience seem highly skilled in building rapport with the recipients such that recipients were able to talk openly with the HVN and family caregivers eagerly awaited their visits. Free from suspicion (e.g. of being deceived into entering an institution), some recipients started using other services, such as day care, in accordance with the advice given by their HVN. In addition, the HVN visits enabled better monitoring of the recipients' physical condition, including the effects of drug therapy. It is not uncommon for the recipients to develop increased BPSD, such as irritation and excitation, due to their difficulty in expressing physical complaints. 15 service, have had positive efficacy for reducing behavioural problems in persons with dementia. [16] [17] [18] [19] The caregivers were empowered by the support from HVN, and this led to fulfilment of the recipients' needs-that is, living in a familiar environment for as long as possible. The family caregivers became more confident that the recipients could live alone through their experience of HVN, and they also became more likely to accept discharge back to home even if the recipients were hospitalized temporarily in a psychiatry facility. 9 This study had some limitations that should be acknowledged and addressed. The first was the small sample size, which arose from our focus on relatively rare cases. It is common for Japanese people to live with family when they become frail with age. Furthermore, our study participants exclusively included caregivers to recipients who visited the psychiatric hospital for BPSD. Such cases generally require more intensive familial support, and therefore, only a small number live alone. In addition, only a few of the suitable family caregivers could participate in the study. We admit that another sampling could have led to more information. Second, the length of time between the start of HVN and the study was considerably long for some participants, making it difficult for them to accurately remember experiences and feelings from the previous 3-5 years. Given these points, further accumulation of appropriate case studies is needed to draw more robust conclusions.
The reported roles of Admiral Nurses include coordinating multiple professionals involved in the care for a person with dementia, 4, 7 but the caregivers in the present study did not mention this issue. This discrepancy could reflect that the caregivers took it for granted that the HVN would work closely with the hospital and convey relevant information to other professionals involved.
From this preliminary study, we concluded that HVN could relieve the psychological distress of family caregivers' and deepen their understanding of appropriate care for individuals with dementia-effects similar to those experienced by caregivers with Admiral Nurses. In addition, our study indicated a positive change in the caregivers' perceptions of the recipients' psychological status after the HVN care. The caregivers became more positive about home care and more confident that persons with dementia could live alone if appropriate services were provided.
Drawing more definitive conclusions on HVN care will require further accumulation of similar case studies. We consider that HVN could potentially play a key role in the forthcoming New Orange Plan.
